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a b s t r a c t 
Background: End of life care is often inadequate for people with dementia. Advanced care planning (ACP) 
has the potential to improve outcomes for people with dementia. The aim of this review is to establish 
the strength of the evidence and provide decision makers with a clear understanding of what is known 
about ACP for people living with dementia. 
Design: Evidence synthesis including systematic reviews and primary studies. PROSPERO registration: 
CRD42018107718. 
Data sources: PubMed, CINAHL Plus, SCOPUS, Social Care Online and Cochrane Library were searched (July 
2018). No year limit applied. To be included, reviews had to evaluate effectiveness of ACP for people 
with dementia or report on views and experiences of ACP from the perspective of people with dementia, 
carers, or health and care professionals. Additional searches (September 2018) were conducted to identify 
recent primary studies not included in the reviews. 
Review methods: Data extraction was undertaken by one reviewer and checked by a second. Method- 
ological quality was assessed using AMSTAR-2 and Joanna Briggs Institute instruments by two authors 
independently. Outcomes were categorized and tabulated to assess effectiveness. Qualitative data was 
analysed using thematic synthesis. 
Results: Nineteen reviews (163 unique studies) and 11 primary articles with a range of advance care 
planning definitions and of variable quality were included. Advance care planning was associated with 
decreased hospitalizations, increased concordance between care received and prior wishes and increased 
completion of advance care planning documents but quality of primary research was variable. Views of 
ACP for people with dementia can be clustered around six themes; 1) timing and tailoring, 2) willing- 
ness to engage, 3) roles and responsibilities of healthcare professionals, 4) relationships, 5) training and 
6) resources needed. Diminishing decision-making capacity over time is a key overarching feature. 
Conclusions: Advance care planning is acceptable for people with dementia and their carers and is associ- 
ated with improved outcomes. Guidelines on which outcomes and which definition to use are necessary, 
as is research to test different approaches to ACP. Education on topics related to diminishing decision- 
making capacity is key to optimize advance care planning for people with dementia and their carers. 
© 2020 The Author(s). Published by Elsevier Ltd. 
This is an open access article under the CC BY-NC-ND license. 
( http://creativecommons.org/licenses/by-nc-nd/4.0/ ) 
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• Due to the neurodegenerative, terminal nature of dementia, ad-
vance care planning (ACP) is important for people with demen-
tia and their carers. 
• Less than half of people with dementia are involved in ACP con-
versations worldwide. 
under the CC BY-NC-ND license. 
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BWhat this paper adds 
• A range of ACP definitions and outcomes are used in the cur-
rent literature. The research field would benefit from consensus
on which ACP outcomes to use, as well as validating these con-
structs for people with dementia. 
• Evidence of effectiveness of ACP for people with dementia is
of variable quality. However, the associations with ACP and de-
creased hospitalizations, increased concordance between care
received and prior wishes and increased completion of ACP
documents were found in the majority of reviews and studies
which evaluated effectiveness. 
• Future research should go beyond descriptive accounts of what
is thought to work and test different approaches in different
settings that can ensure all parties benefit from involvement in
these discussions. 
1. Introduction 
Worldwide there are about 50 million people living with de-
mentia. This number is expected to increase to 131.5 million in
2050 ( Prince et al., 2015 ). Characteristic symptoms of dementia are
difficulties with memory and language, impaired problem-solving
and other cognitive skills that affect a person’s ability to per-
form everyday activities, and disorientation in time, person and
place. Dementia is currently irreversible and is, eventually, fatal
( Karlawish et al., 2017 ). People can either die from the demen-
tia itself or from other illnesses, such as pneumonia, a chronic
illness or another terminal condition. The likelihood of cognitive
and functional decline as the dementia progresses means that in-
dividuals’ priorities for health, and end-of-life care often need to
be discussed before there is obvious deterioration in health ( Dixon
et al., 2018 ). This can be done in the form of advance care plan-
ning (ACP). A consensus paper from the European Association for
Palliative Care (EAPC) describes ACP as care planning that: ‘ enables
individuals to define goals and preferences for future medical treat-
ment and care, to discuss these goals and preferences with family and
healthcare providers, and to record and review these preferences if ap-
propriate.’ ( Sudore et al., 2017a ). 
End-of-life care for people with dementia is often inadequate,
either unnecessarily prolonging life with (inappropriate) interven-
tions, such as tube feeding ( Sampson et al., 2009 ), or failing to ad-
dress the fundamentals of care such as nutrition, pain control and
social support ( World Health Organization, 2011 ). ACP could create
opportunities for people with dementia to participate in decision-
making about their end-of-life care ( Dixon et al., 2018 ). However,
less than 40% of people with dementia worldwide currently have
the opportunity to participate in an ACP conversation and record
their preferences ( Sellars et al., 2019 ). The well documented chal-
lenges of talking about death and dying are compounded for some-
one with dementia who is faced with the difficult task of plan-
ning for a future unknown self ( Dixon et al., 2018 ). When deci-
sions about end-of-life care for someone with dementia are left
to healthcare professionals and family carers this can cause uncer-
tainty ( Brazil et al., 2018 ) and stress and guilt for carers ( Carter
et al., 2018 ). Furthermore, there is evidence that carers may not
have a good understanding of the preferences of the person with
dementia for end-of-life treatment ( Harrison Dening et al., 2016 ). 
There is an increasing literature on ACP for people with demen-
tia, and the last decade has seen the publication of many system-
atic reviews on the topic. These reviews have covered a variety of
aspects of ACP, included different types of studies, and reported
a range of different outcomes. Finding and interpreting this evi-
dence may be challenging for practitioners and decision makers.
The aim of this review, therefore, is to provide an overall exami-
nation of all the available quantitative and qualitative evidence onCP for people with dementia. We undertook an overview of ex-
sting systematic reviews ( Smith et al., 2011 ), also known as an
mbrella review ( Aromataris et al., 2015 ). In order to provide a
omprehensive and up-to-date overview we also included primary
tudies not identified by the systematic reviews. The advantage of
his approach was that it allowed us to include diverse types of ev-
dence and compare findings from relevant reviews. The objectives
f the review were to identify and summarize the evidence on; 1)
ow ACP is conceptualized by and for people with dementia, 2) the
ffectiveness of ACP for people with dementia and 3) the experi-
nces and views of ACP of people with dementia, their carers and
rofessionals. 
. Methods 
The review is reported in accordance with the Preferred Re-
orting Items for Systematic Reviews and Meta-Analyses guidelines
PRISMA) ( Moher et al., 2009 ). The PRISMA checklist can be found
n the Supplementary file. 
.1. Protocol and registration 
The protocol is registered on the PROSPERO website under the
egistration number: CRD42018107718. 
.2. Eligibility criteria 
The inclusion criteria were as follows: 
• Study design: systematic reviews of quantitative or qualita-
tive evidence or primary research not included in one of the
reviews. 
• Study population: people living with dementia, family or infor-
mal carers or healthcare professionals. 
• Interventions: ACP with people living with dementia and/or
carers. 
• Outcomes: effectiveness of ACP (e.g. care consistent with
wishes, number of ACP conversations, number of ACP related
written outputs, resource use) and experiences, understanding,
or perceptions of ACP. 
.3. Search strategy 
The electronic databases PubMed, CINAHL Plus, SCOPUS, Social
are Online and The Cochrane Library (CDSR & DARE) were sys-
ematically searched for review articles, using a predefined search
tring composed with the help of a research librarian. In addition
e checked reference lists and performed lateral searching using
he ‘related articles’ option in PubMed and the ‘cited by’ option
n Scopus. All searches were carried out on July 5th 2018. Experts
ithin the ACP and dementia field were contacted ( N = 3, one
rom the UK, one from Australia, one from the Netherlands) and
sked for possible additional studies which we might have over-
ooked. 
ox 2 . PubMed search string – Reviews 
Search ((advance care planning[M e SH T erms ]) OR (advance 
care plan ∗ OR healthcare directive OR advance medical di- 
rective OR health care proxy OR durable power of attorney 
OR advance directive OR end-of-life decision OR future care 
plan ∗)) AND ((dementia[M e SH T erms ]) OR dement ∗ OR cog- 
nitive impair ∗) OR Alzheimer ∗) OR Lewy body disease) OR 
frontotemporal dementia)) AND ((review) OR realist review 
OR meta-analysis OR narrative review OR systematic review) 
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2017 ; Sinclair et al., 2016 ). Primary research studies included in the reviews were tabu-
ated to check for overlap between the reviews. Following this,
ubMed, CINAHL Plus and SCOPUS were searched (Jan 2016–18) for
ecent primary studies on ACP for people with dementia that were
ot included in any of the reviews. The search string was based
pon the search string for the reviews but without the study type
earch terms. 
.4. Study selection 
One author (AW-vD) removed duplicates, using Mendeley ref-
rence manager software, and screened the titles and abstracts
or relevance. A second author (JL) independently screened twenty
ercent of records. No relevant records were missed by the first
uthor (AW-vD). Full text of potentially relevant papers were
creened against the eligibility criteria by one reviewer (AW-vD)
nd checked by a second author (JL and FB). Discrepancies were
esolved by discussion. 
.5. Data extraction 
The following data were collected using a piloted form: aim(s)
nd methods, search strategy, setting(s), participants, number of
tudies included, outcomes reported, ACP definition used, barriers
nd facilitators, quantitative and qualitative outcomes and main re-
ults of the study. Data were extracted by one author (AW-vD) and
iscussed with two other authors (JL and FB). 
.6. Quality appraisal 
Included reviews were appraised using the AMSTAR-2 tool
 Shea et al., 2017 ). Because the tool is focused on systematic re-
iews of randomized controlled trials we adapted it for the pur-
ose of our review, which included reviews of studies of all de-
igns. We omitted three questions concerning meta-analysis and
dapted the questions about Risk of Bias (RoB). Critical Appraisal
ools from the Joanna Briggs Institute were used to appraise the
uality of primary studies including randomized controlled trials
 Tufanaru et al., 2017 ), qualitative research ( Lockwood et al., 2015 )
nd analytical cross-sectional studies ( Moola et al., 2017 ). More de-
ails on the appraisal tools can be found in the supplementary file
 Table 1 e). All appraisal was done by two reviewers independently
AW-vD, FB, BE, NE). No reviews or studies were excluded on the
asis of the quality assessment score. 
.7. Synthesis 
Reviews and primary studies were classified as quantitative,
ualitative or mixed methods. Primary studies in each review were
abulated to assess the overlap between reviews. Effectiveness
as investigated by categorizing the different outcomes reported
nd tabulating data including an indication of whether the ef-
ects of the intervention were positive, negative or not statistically
ignificant. 
For qualitative data, a thematic synthesis ( Thomas and Harden,
008 ) was done using NVivo 12 software. Thematic synthesis had
hree stages; 1) coding ‘line-by-line’, 2) developing ‘descriptive
hemes’ and 3) generating ‘analytical themes’. To be as comprehen-
ive as possible, the line-by-line coding included both the results
nd the discussion section of the included articles. Differences be-
ween groups of stakeholders (people with dementia, carers and
ealthcare professionals) and settings (home, care home, hospital)
ere explored. AW-vD performed the initial line-by-line coding of
he text. This process was closely monitored by FB. Themes were
ynthesized by AW-vD and FB and refined after further discussion
ith JL. . Results 
.1. Study characteristics 
Nineteen reviews and 11 primary studies met the inclusion cri-
eria. A flow chart detailing the identification of the reviews and
rimary studies can be seen in Fig. 1 . A total of 329 primary ar-
icles were included in the reviews. When overlap was accounted
or 163 unique articles were identified. 
.1.1. Systematic reviews 
The focus of the reviews was as follows: 
• evaluations of the effectiveness of ACP n = 4 ( Bryant et al.,
2019 ; Dixon et al., 2018 ; Robinson et al., 2012 ; Wickson-
Griffiths et al., 2014 ), 
• facilitators and barriers for ACP n = 9 ( Arcand M., 2015 ; Brooke
and Kirk, 2014 ; Dening et al., 2011 ; Jethwa and Onalaja, 2015 ;
Petriwskyj et al., 2014a ; Read et al., 2018 ; Tilburgs et al., 2018a ;
Van Der Steen et al., 2014b ; Westenhaver et al., 2010 ), 
• perspectives on and experiences of ACP for people with demen-
tia n = 5 ( Beck et al., 2017a ; Jones et al., 2016 ; Mignani et al.,
2017 ; Petriwskyj et al., 2014b ; Ryan et al., 2017 ). 
• clinical recommendations as a support tool for healthcare pro-
fessionals working with people with dementia n = 1 ( Piers
et al., 2018 ). 
The number of articles included in the reviews ranged from
 to 67. Six reviews included only quantitative articles ( Arcand
., 2015 ; Bryant et al., 2019 ; Dixon et al., 2018 ; Petriwskyj et al.,
014a ; Robinson et al., 2012 ; Wickson-Griffiths et al., 2014 ). The
est included either qualitative or a mixture of quantitative and
ualitative articles ( Beck et al., 2017a ; Brooke and Kirk, 2014 ;
ening et al., 2011 ; Jethwa and Onalaja, 2015 ; Jones et al., 2016 ;
ignani et al., 2017 ; Petriwskyj et al., 2014b ; Piers et al., 2018 ;
ead et al., 2018 ; Ryan et al., 2017 ; Van Der Steen et al., 2014a ;
estenhaver et al., 2010 ). Most reviews included either all settings
 N = 10), or the long-term care setting only ( N = 6). The views
f people with dementia were incorporated in 13 reviews ( Dening
t al., 2011 ; Dixon et al., 2018 ; Jethwa and Onalaja, 2015 ; Jones
t al., 2016 ; Mignani et al., 2017 ; Piers et al., 2018 ; Read et al.,
018 ; Robinson et al., 2012 ; Ryan et al., 2017 ; Tilburgs et al., 2018a ;
an Der Steen et al., 2014b ; Westenhaver et al., 2010 ; Wickson-
riffiths et al., 2014 ). Three reviews ( Beck et al., 2017a ; Brooke and
irk, 2014 ; Piers et al., 2018 ) included reviews ( Dening et al., 2011 ;
obinson et al., 2012 ; Van Der Steen et al., 2014b ) that were also
ncluded as a source within this manuscript. Three reviews had no
nique articles ( Brooke and Kirk, 2014 ; Robinson et al., 2012 ; Ryan
t al., 2017 ). In total 163 unique articles were incorporated, further-
ore 33 studies were included in two reviews, 21 in three, 7 in
our, 1 in five and 1 in six of the reviews. Tabulation of all reviews
nd their included articles can be found in the supplementary file
 Table 2 e) as well as characteristics of included reviews (Table 3e).
.1.2. Primary research articles 
The focus of the primary research was as follows 
• effectiveness of an ACP programme n = 1 ( Mitchell et al., 2018 )
• effectiveness of ACP training for healthcare professionals n = 1
( Katwa et al., 2018 ) 
• facilitators and barriers for ACP n = 3 ( Lo et al., 2017 ; McGlade
et al., 2017 ; Tilburgs et al., 2018b ) 
• views, perspectives and experiences of ACP for people with de-
mentia n = 6 ( Ashton et al., 2016 ; Beck et al., 2017b ; de Vries
and Drury-Ruddlesden, 2018 ; Givens et al., 2018 ; Jung et al.,
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Table 1 
Effectiveness of advanced care planning 
Oucome data provided by the reviews ( n = 3) and primary study ( n = 1). 
Outcome measure Reviews and studie(s) reporting 
outcome (N) 
Positive outcome (significant 
result reported) 
No change Study quality score 
(out of 13) 
ACP and end-of-life outcomes 
Concordance between 
care and wishes 
Dixon et al., 2018 ; Robinson 
et al., 2012 ; 
Wickson-Griffiths et al., 
2014 ( N = 3) 
Increase (all primary studies in 
all reviews) 
8.5 
10 
7.5 
Burdensome transitions Dixon et al., 2018 ( N = 1) Decrease (all primary studies) 8.5 
Place of death Dixon et al., 2018 ( N = 1) Increase in dying in preferred 
place (2/3 primary studies) 
No effect found (1/3 primary 
studies) 
8.5 
Completion of ACP 
documents (incl. DNR) 
Bryant, 2019; Robinson et al., 
2012 ; Wickson-Griffiths 
et al., 2014 ; Mitchell, 2018 
( N = 4) 
Increase (1/2 primary studies in 
Wickson-Griffiths et al., 2014 ), 
increase (all primary studies 
in Robinson et al., 2012 ; 
Mitchell, 2018) 
No effect found (1/4 primary 
studies in Bryant et al., 
2019 ) 
8.5 
10 
7.5 
12 
Number of ACP referrals Robinson et al., 2012 ( N = 1) No effect found (all primary 
studies) 
10 
Number of ACP 
discussions 
Robinson et al., 2012 ; 
Wickson-Griffiths et al., 
2014 ( N = 2) 
Increase (1/6 primary studies in 
Wickson-Griffiths et al., 2014 ) 
No effect found (all primary 
studies in Robinson et al., 
2012 ) 
10 
7.5 
Number of residents 
receiving palliative 
care and pain 
treatment 
Robinson et al., 2012 ( N = 1) Increase in pain assessment (all 
primary studies) 
No difference found in use of 
pain medication (all primary 
studies) 
10 
Knowledge of residents 
wishes 
Wickson-Griffiths et al., 2014 
( N = 1) 
Increase (all primary studies) 7.5 
Adherence to family’s 
preferences 
Wickson-Griffiths et al., 2014 
( N = 1) 
Increase (all primary studies) 7.5 
Burdensome treatments Mitchell, 2018 (N = 1) No effect found 12 
Level of care preferences Mitchell, 2018 (N = 1) No effect found 12 
Health utilization 
Hospitalization Dixon et al., 2018 ; Robinson et 
al., 2012 ; Wickson-Griffiths 
et al., 2014 ; Bryant et al., 
2019 ( N = 4) 
Reduced hospitalization rates 
(all primary studies in 
Wickson-Griffiths et al., 2014 ; 
Robinson et al., 2012 ; Dixon 
et al., 2018 ) 
No effect found (all primary 
studies in Bryant et al., 
2019 ) 
8.5 
10 
7.5 
8.5 
ICU use Dixon et al., 2018 ( N = 1) Reduction (all primary studies) 8.5 
Tube feeding Dixon et al., 2018 ( N = 1) Reduction (1/2 primary studies) No effect found (1/2 primary 
studies) 
8.5 
Days spend in hospital Dixon et al., 2018 ; Robinson 
et al., 2012 ( N = 2) 
Reduction (all primary studies in 
Robinson et al., 2012 ; 1/2 
primary studies in Dixon 
et al., 2018 ) 
No effect found (1/2 primary 
studies in Dixon et al., 2018 ) 
8.5 
10 
Emergency ambulance 
calls 
Dixon et al., 2018 ; Robinson 
et al., 2012 ( N = 2) 
Reduction (all primary studies in 
all reviews) 
8.5 
10 
Hospice use Robinson et al., 2012 ( N = 1) Increase (all primary studies) 10 
Life-sustaining 
treatments 
Dixon et al., 2018 ( N = 1) No effect found (all primary 
studies) 
8.5 
Patient outcomes 
Anxiety Dixon et al., 2018 ( N = 1) No effect found (all primary 
studies) 
8.5 
Depression Dixon, 2108 ( N = 1) Reduction (all primary studies) 8.5 
General health Bryant et al., 2019 ( N = 1) No effect found (all primary 
studies) 
8.5 
Quality of life Dixon et al., 2018 ; 
Wickson-Griffiths et al., 
2014 ( N = 2) 
Significant increase (all primary 
studies in Wickson-Griffiths et 
al., 2014 ; 1/2 primary studies 
in Dixon et al., 2018 ) 
No effect found (1/2 primary 
studies in Dixon et al., 2018 ) 
8.5 
7.5 
Decisional conflict Dixon et al., 2018 ( N = 1) Reduction (all primary studies) 8.5 
Stability of healthcare 
choices 
Wickson-Griffiths et al., 2014 
( N = 1) 
Increase (all primary studies) 7.5 
Satisfaction with care Robinson et al., 2012 ; 
Wickson-Griffiths et al., 
2014 ; Dixon et al., 2018 
( N = 3) 
Increase (all primary studies in 
Wickson-Griffiths et al., 2014 ) 
No effect found (all primary 
studies in Robinson et al., 
2012 ; Dixon et al., 2018 ) 
10 
7.5 
8.5 
Carer outcomes 
Decisional conflict Bryant et al., 2019 ( N = 1) Decrease (all primary studies) 8.5 
Confidence in treatment 
decisions made 
Bryant et al., 2019 ( N = 1) Increase (all primary studies) 8.5 
Knowledge of dementia Bryant et al., 2019 ( N = 1) No effect found (all primary 
studies) 
8.5 
Comfort with knowledge Bryant et al., 2019 ( N = 1) No effect found (all primary 
studies) 
8.5 
( Continued on next page ) 
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Table 1 ( Continued ). 
Outcome measure Reviews and studie(s) reporting 
outcome (N) 
Positive outcome (significant 
result reported) 
No change Study quality score 
(out of 13) 
Emotional distress Dixon et al., 2018 ( N = 1) Decrease (all primary studies) 8.5 
Physical distress Dixon et al., 2018 ( N = 1) Decrease (all primary studies) 8.5 
Anxiety Dixon et al., 2018 ( N = 1) No effect found (all primary 
studies) 
8.5 
Depression Dixon et al., 2018 ( N = 1) Reduction (all primary studies) 8.5 
Quality of life Dixon et al., 2018 ( N = 1) Increase (all primary studies) 8.5 
Satisfaction with care Dixon et al., 2018 ; Robinson et 
al., 2012 ; Bryant et al., 2019 
( N = 3) 
Increase (all primary studies in 
Bryant et al., 2019 ; Dixon et 
al., 2018 ) 
No effect found (all primary 
studies in Robinson et al., 
2012 ) 
8.5 
10 
8.5 
ACP knowledge Wickson-Griffiths et al., 2014 
( N = 1) 
Increase (all primary studies) 7.5 
Resource use 
Healthcare costs Dixon et al., 2018 ( N = 1) Reduction (all primary studies) 8.5 
Hospital costs Dixon et al., 2018 ; Robinson et 
al., 2012 ( N = 2) 
Reduction (all primary studies in 
all reviews) 
8.5 
10 
Cost per resident Wickson-Griffiths et al., 2014 
( N = 1) 
Reduction (all primary studies) 7.5 
ACP; advance care planning, DNR; do not resuscitate, ICU; intensive care unit. 
Fig. 1. PRISMA flow diagram of included reviews and primary articles. 
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Table 2 
Experiences of and perspectives on ACP. 
Results of the thematic synthesis of reviews and primary studies. 
Themes Subthemes Reviews Quality score 
reviews (all 
out of 13) 
Primary studies Quality score 
primary 
studies 
Example 
Tailoring the 
approach and 
timing to the 
needs of PwD 
Communication Piers et al., (2018) 10 Tilburgs et al., 2018a, 2018b 8/10 Adjust communication to the needs of 
the PwD (e.g. severity of dementia) 
Informal conversations Tilburgs et al., 2018a, 2018b ; 
Ryan et al., 2017 ; 
Petriwskyj, 2014 (qual); 
Brooke, 2014 
9.5 
7 
6.5 
2.5 
de Vries, 2018; 
Asthon, 2016 
8/10 
8/10 
Informal conversations between PwD, 
carers and/or HCP happen frequently 
and are preferred by PwD and carers 
Individual approach Piers et al., 2018 ; 
Petriwskyj et al., 2014 (qual); 
Jones et al., 2016 ; 
Petriwskyj 2014 (quant) 
10 
6.5 
10 
5 
Sinclair, 2016; 7/10 HCP should consider the specific 
situation of the PwD and carer 
Initiation Brooke, 2014 ; 
Ryan et al., 2017 ; 
Jones et al., 2016 ; 
Van Der Steen et al., 2014b ; 
Mignani et al., 2017 ; 
Piers et al., 2018 ; 
Dening et al., 2011 ; 
Petriwskyj et al., 2014 (quant); 
Tilburgs et al., 2018a, 2018b ; 
Beck, 2017 
2.5 
7 
10 
8.5 
10 
10 
8 
5 
9.5 
6.5 
Jung, 2017; 
McGlade, 2017; 
Sinclair et al., 2016 ; 
Tilburgs et al., 2018a, 2018b ; 
Beck, 2017 
4/8 
5/10 
7/10 
8/10 
4/8 
Concerns about when to initiate ACP is 
a barrier 
Timing Piers et al., 2018 ; 
Dening et al., 2011 ; 
Petriwskyj et al., 2014 (qual); 
Jones et al., 2016 ; 
Van Der Steen et al., 2014b 
10 
8 
6.5 
10 
8.5 
Sinclair et al., 2016 ; 
Tilburgs et al., 2018a, 2018b ; 
McGlade et al., 2017 ; 
Beck, 2017 
7/10 
8/10 
5/10 
4/8 
ACP conversations should be held on 
varies occasions 
Variability in 
capacity and 
willingness to 
engage in ACP 
Decision-making 
capacity 
Beck, 2017; 
Read et al., 2018 ; 
Tilburgs et al., 2018a, 2018b ; 
Jethwa, 2015 ; 
Dening et al., 2011 ; 
Brooke, 2014 ; 
Piers et al., 2018 ; 
Ryan et al., 2017 ; 
Westenhaver et al., 2010 ; 
Mignani et al., 2017 
6.5 
10 
9.5 
5 
8 
2.5 
10 
7 
2.5 
10 
McGlade et al., 2017 ; 
Beck, 2017; 
Gilissen et al., (2018) 
5/10 
4/8 
6/8 
Professionals worry about (diminishing) 
decision-making capacity and so do 
carers. 
PwD believe they are able to express 
their future support needs. 
Willingness to engage, 
carers 
Petriwskyj et al., 2014 (quant); 
Petriwskyj et al., 2014 (qual); 
Mignani et al., 2017 ; 
Van Der Steen et al., 2014b ; 
Ryan et al., 2017 ; 
Dening et al., 2011 ; 
Westenhaver et al., 2010 ; 
Brooke, 2014 ; 
Arcand, 2015 ; 
Tilburgs et al., 2018a, 2018b ; 
Jones et al., 2016 
5 
6.5 
10 
8.5 
7 
8 
2.5 
2.5 
2 
9.5 
10 
Ashton, 2016; 
Jung et al., 2017 ; 
de Vries, 2018 ; 
Lo et al., 2017 ; 
Sinclair et al., 2016 ; 
Tilburgs et al., 2018a, 2018b ; 
Givens, 2018 
8/10 
4/8 
8/10 
8/8 
7/10 
8/10 
6/8 
For carers, decision making can be 
positive, but also a stressful and 
challenging task. Views of carers vary 
greatly. 
Low IQ, low social status, strong 
religious beliefs, ethnic minority 
status, carer burden and guilt are 
barriers for ACP. 
Earlier ACP experiences are facilitator for 
ACP. 
( Continued on next page ) 
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Table 2 ( Continued ). 
Themes Subthemes Reviews Quality score 
reviews (all 
out of 13) 
Primary studies Quality score 
primary 
studies 
Example 
Willingness to engage, 
PwD 
Dening et al., 2011 ; 
Petriwskyj et al., 2014 (quant); 
Petriwskyj et al., 2014 (qual); 
Westenhaver et al., 2010 ; 
Jethwa, 2015 ; 
Tilburgs et al., 2018a, 2018b ; 
Read et al., 2018 ; 
Migani, 2017 ; 
Ryan et al., 2017 ; 
Van Der Steen et al., 2014b 
8 
5 
6.5 
2.5 
5 
9.5 
10 
10 
7 
8.5 
Lo et al., 2017 ; 
Jung et al., 2017 ; 
McGlade et al., 2017 ; 
Tilburgs et al., 2018a, 2018b 
8/8 
4/8 
5/10 
8/10 
PwD show no distress before or after an 
ACP conversation, are not always keen 
on having a conversation, but find 
ACP important. 
Strong religious beliefs are a barrier to 
engage in ACP. 
Older age, higher education, being single 
and having an active coping strategy 
are facilitators to engage in ACP. 
Roles & 
responsibilities 
of healthcare 
professionals 
Healthcare system Arcand, 2015 ; 
Beck, 2017; 
Jones et al., 2016 ; 
Petriwskyj et al., 2014 (quant); 
Piers et al., 2018 ; 
Ryan et al., 2017 ; 
Van Der Steen et al., 2014b ; 
Tilburgs et al., 2018a, 2018b ; 
Wickson-Griffiths et al., 2014 
2 
6.5 
10 
5 
10 
7 
8.5 
9.5 
7.5 
Jung et al., 2017 ; 
McGlade et al., 2017 ; 
Tilburgs et al., 2018a, 2018b ; 
Beck, 2017 
4/8 
5/10 
8/10 
4/8 
HCP fear they cannot comply to future 
wishes because of (changes in) the 
healthcare system 
HCP; professional 
views 
Arcand, 2015 ; 
Beck, 2017; 
Dening et al., 2011 ; 
Jethwa, 2015 ; 
Ryan et al., 2017 ; 
Tilburgs et al., 2018a, 2018b 
2 
6.5 
8 
5 
7 
9.5 
Lo et al., 2017 ; 
McGlade et al., 2017 ; 
Tilburgs et al., 2018a, 2018b ; 
Beck, 2017 
8/8 
5/10 
8/10 
4/8 
Being unsure who’s role it is to initiate 
ACP is a barrier 
HCP; attitudes Brooke, 2014 ; 
Beck, 2017; 
Tilburgs et al., 2018a, 2018b ; 
Jones et al., 2016 ; 
Ryan et al., 2017 
2.5 
6.5 
9.5 
10 
7 
Beck, 2017; 
Tilburgs et al., 2018a, 2018b 
4/8 
8/10 
Taking initiative, time and a positive 
attitude are facilitators. 
Fear of causing fear, anxiety or distress 
is barrier for ACP 
The impact of 
relationships 
on ACP 
Carers and PwD Jethwa, 2015 ; 
Petriwskyj et al., 2014 (qual); 
Petriwskyj et al., 2014 (quant); 
Piers et al., 2018 ; 
Dening et al., 2011 ; 
Beck, 2017; 
Mignani et al., 2017 ; 
Arcand, 2015 ; 
Van Der Steen et al., 2014b ; 
Tilburgs et al., 2018a, 2018b 
5 
6.5 
5 
10 
8 
6.5 
10 
2 
8.5 
9.5 
Givens et al., 2018 ; 
McGlade et al., 2017 ; 
Tilburgs et al., 2018a, 2018b ; 
Beck, 2017 
6/8 5/10 8/10 
4/8 
Complex family dynamics is a barrier 
Carers and HCP Arcand, 2015 ; 
Dening et al., 2011 ; 
Piers et al., 2018 ; 
Tilburgs et al., 2018a, 2018b ; 
Petriwskyj et al., 2014 (qual); 
Petriwskyl, 2014 (quant) 
Ryan et al., 2017 ; 
Van Der Steen et al., 2014b 
2 
8 
10 
9.5 
6.5 
5 
7 
8.5 
Ashton, 2016; 
McGlade et al., 2017 ; 
Beck, 2017; 
Tilburgs et al., 2018a, 2018b 
8/10 
5/10 
4/8 
8/10 
Trusting relationship between carers 
and professionals is a facilitator for 
ACP 
( Continued on next page ) 
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Table 2 ( Continued ). 
Themes Subthemes Reviews Quality score 
reviews (all 
out of 13) 
Primary studies Quality score 
primary 
studies 
Example 
The need to 
equip PwD, 
carers and 
healthcare 
professionals 
to engage in 
ACP 
HCP training and 
education 
Brooke, 2014 ; 
Ryan et al., 2017 ; 
Dening et al., 2011 ; 
Jethwa, 2015 ; 
Arcand, 2015 ; 
Jones et al., 2016 ; 
Piers et al., 2018 ; 
Tilburgs et al., 2018a, 2018b ; 
Beck, 2017 
2.5 
7 
8 
5 
2 
10 
10 
9.5 
6.5 
Katwa, 2018; 
McGlade et al., 2017 ; 
Givens et al., 2018 ; 
Tilburgs et al., 2018a, 2018b ; 
Beck, 2017; 
6/8 
8/10 
4/8 
HCP need education about ACP in 
general and legal issues specifically; 
about the dementia disease trajectory; 
about treatment options, incl. 
withholding or withdrawing 
treatment; and about communication 
skills 
Carer training and 
education 
Arcand, 2015 ; 
Dening et al., 2011 , 
Petriwskyj et al., 2014 (quant); 
Brooke, 2014 ; 
Piers et al., 2018 ; 
2 
8 
5 
2.5 
10 
Beck, 2017; 
Tilburgs et al., 2018a, 2018b ; 
4/8 
8/10 
Carers need education about 
life-sustaining treatment, the role of a 
surrogate decision maker, ACP and 
palliative and end-of-life care. 
PwD training and 
education 
Piers et al., 2018 ; 
Van Der Steen et al., 2014b ; 
Brooke, 2014 ; 
Mignani et al., 2017 ; 
Read et al., 2018 
10 
8.5 
2.5 
10 
10 
Jung et al., 2017 ; 
Givens, 2018; 
Lo et al., 2017 ; 
4/8 
6/8 
8/8 
PwD need training on the dementia 
disease trajectory and ACP 
Lack of resources 
supporting ACP 
Costs Petriwskyj et al., 2014 (quant); 
Tilburgs et al., 2018a, 2018b ; 
5 
9.5 
Sinclair et al., 2016 ; 
Tilburgs et al., 2018a, 2018b 
7/10 
8/10 
ACP consultation time should be 
reimbursed to HCP, possibly with a 
unique dossier code 
Tools Petriwskyj et al., 2014 (quant); 
Tilburgs et al., 2018a, 2018b 
5 
9.5 
Mitchell, 2018 12/13 Decision-making tools or videos are 
facilitators for ACP 
Time Van Der Steen et al., 2014b ; 
Tilburgs et al., 2018a, 2018b 
8.5 
9.5 
McGlade et al., 2017 ; 
Tilburgs et al., 2018a, 2018b ; 
Beck, 2017; 
5/10 
8/10 
4/8 
Lack of time of HCP is a barrier for ACP 
PwD; people with dementia, ACP; advance care planning, HCP; healthcare professionals. 
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RSettings included long-term care ( N = 5), the community
 N = 3), hospital ( N = 2) or primary care ( N = 1). Three stud-
es included the views of people with dementia, either using sur-
eys ( Jung et al., 2017 ) or via face-to-face encounters ( Lo et al.,
017 ; Tilburgs et al., 2018b ), but no studies reported the views
f people with severe/advanced dementia. Healthcare profession-
ls involved were general practitioners (GPs), physicians, nursing
ome managers, nursing home care staff and other professionals
aring for people with dementia (e.g. practice nurses, case man-
gers). Carers are family caregivers (e.g. spouses, children), health-
are proxies and surrogate decision makers. Characteristics of the
ncluded primary studies can be found in the supplementary file
Table 4e). 
. Quality appraisal 
Quality scores for the included reviews (Supplementary file, Ta-
le 5e) ranged from two out of thirteen to 10/13. All but one ex-
lained the heteroginity of their findings and around half of the
ncluded reviews assessed and accounted for Risk of Bias in their
anuscripts. Almost none of the included reviews published or
rafted a study protocol before starting their studies. Of the pri-
ary studies the cluster RCT ( Mitchell et al., 2018 ) fulfilled all but
ne of the criteria. The intervention was not delivered to blinded
roups, however, this was due to the nature of the intervention.
cores for the qualitative studies ranged from 5–8 from a possi-
le total of 10. All studies showed congruity between their chosen
ethodology and their research question, their methods used and
he interpretation of their findings. However, none addressed the
otential influence of the researcher on the research conducted.
or the cross-sectional papers subjects, setting and statistical anal-
sis were deemed appropriate, however the identification and in-
lusion of confounders was lacking in most of the studies. 
. ACP definition 
A wide range of ACP definitions was used. Some used def-
nitions from national or international health organizations (e.g.
HO, 2011 , N = 2) or the EAPC white paper definition of Rietjens
t al. (2017) ( N = 3). Others used their own definition ( N = 7, of
hich 5 were reviews). None of the definitions used was specifi-
ally designed for ACP with people with dementia. 
Most authors identified ACP as; 
1) a multi-stage, voluntary, interactive, continuous, formalized
process ( Beck et al., 2017a , 2017b ; Bryant et al., 2019 ; de
Vries and Drury-Ruddlesden, 2018 ; Dening et al., 2011 ; Dixon
et al., 2018 ; Jung et al., 2017 ; Lo et al., 2017 ; McGlade et al.,
2017 ; Mignani et al., 2017 ; Piers et al., 2018 ; Robinson et al.,
2012 ; Ryan et al., 2017 ; Tilburgs et al., 2018b , 2018a ; Wickson-
Griffiths et al., 2014 ) 
2) being a discussion or conversation between either, individuals
and healthcare professionals ( Ashton et al., 2016 ; Brooke and
Kirk, 2014 ; de Vries and Drury-Ruddlesden, 2018 ; Dening et
al., 2011 ; Jones et al., 2016 ), patient and informal carer ( Beck
et al., 2017a , 2017b ; Robinson et al., 2012 ; Ryan et al., 2017 ; Van
Der Steen et al., 2014b ; Westenhaver et al., 2010 ) or patient,
carer and healthcare professional ( Arcand M., 2015 ; McGlade
et al., 2017 ; Mignani et al., 2017 ; Piers et al., 2018 ; Read et al.,
2018 ; Ryan et al., 2017 ; Tilburgs et al., 2018a , 2018b ; Wickson-
Griffiths et al., 2014 ; Givens et al., 2018 ), 
3) about goals and preferences for future care ( Arcand M., 2015 ;
Ashton et al., 2016 ; E. R. Beck et al., 2017b , 2017 a; Brooke and
Kirk, 2014 ; Dixon et al., 2018 ; Jones et al., 2016 ; Lo et al.,
2017 ; McGlade et al., 2017 ; Piers et al., 2018 ; Read et al.,
2018 ; Robinson et al., 2012 ; Ryan et al., 2017 ; Sinclair et al.,2016 ; Tilburgs et al., 2018b , 2018a ; Van Der Steen et al., 2014b ;
Wickson-Griffiths et al., 2014 ; Givens et al., 2018 ), future wishes
( Bryant et al., 2019 ; de Vries and Drury-Ruddlesden, 2018 ), or
end-of-life decisions ( Jethwa and Onalaja, 2015 ; Piers et al.,
2018 ; Van Der Steen et al., 2014b ), 
4) in anticipation of future deterioration ( Ashton et al., 2016 ;
Brooke and Kirk, 2014 ; de Vries and Drury-Ruddlesden, 2018 ;
Dening et al., 2011 ; Jones et al., 2016 ; Lo et al., 2017 ; Read et
al., 2018 ; Sinclair et al., 2016 ) or awaiting reduced capacity or
mental incompetence ( Bryant et al., 2019 ; de Vries and Drury-
Ruddlesden, 2018 ; Dixon et al., 2018 ; Jung et al., 2017 ; Mignani
et al., 2017 ; Van Der Steen et al., 2014b ). 
Some advocated ongoing review of ACPs ( Ryan et al., 2017 ;
ilburgs et al., 2018a , 2018b ) or at least some continuing commu-
ication ( Givens et al., 2018 ; Sinclair et al., 2016 ). The benefit of
CP was identified as creating a shared understanding between the
erson with dementia and their carers and healthcare professionals
 Beck et al., 2017a , 2017b ; Wickson-Griffiths et al., 2014 ) and pro-
oting autonomy and choice for the person with dementia ( Jethwa
nd Onalaja, 2015 ). 
. Effectiveness of ACP 
Four reviews ( Bryant et al., 2019 ; Dixon et al., 2018 ; Robinson
t al., 2012 ; Wickson-Griffiths et al., 2014 ) and one primary study
 Mitchell et al., 2018 ), reported the effectiveness of ACP programs
or people with dementia or cognitive impairment and their car-
rs. The four reviews included 32 primary articles, of which 26
ocused solely on people with dementia and their carers. The in-
luded reviews reported on 25 unique primary studies, of which
ix used a (cluster) randomized controlled trial design, five used
 cross-sectional study design, four a retrospective design, four a
rospective design, three a before and after design, one a quasi-
xperimental design, one an evaluation without a control group
nd one was a feasibility study. Sixteen of these primary studies
ncluded in the reviews used patient notes or files as their main
ource of data-collection. Ten studies also included measures to
ollect data from the persons with dementia themselves. 
Thirty-nine different outcomes were reported, with limited con-
ensus on core outcomes. Outcome measures used in the reviews
nd the primary study (RCT), fell into five categories; 1) ACP
nd end-of-life outcomes, 2) healthcare utilisation, 3) patient out-
omes, 4) carer outcomes and 5) resource use. All results are re-
orted in Table 1 . Either positive associations with ACP, or no
hange from the intervention was found for most outcomes for
eople with dementia and their carers. However, all reviews stated
he quality of the included studies was of variable quality. Despite
oncerns that talking about dying and future wishes could be dis-
ressing, none of the reviews or the primary study identified any
egative association with ACP. The most frequently reported out-
omes are summarised in the text. 
.1. ACP and end of life outcomes 
The completion of ACP documents was used as an outcome
n three of the four included reviews and in the primary study
 Bryant et al., 2019 ; Mitchell et al., 2018 ; Robinson et al., 2012 b;
ickson-Griffiths et al., 2014 ). Most reported a significant asso-
iation between ACP interventions and an increase in ACP docu-
entation ( Mitchell et al., 2018 ; Robinson et al., 2012 b; Wickson-
riffiths et al., 2014 ). In three reviews, concordance between sub-
equent care and stated wishes was found to increase significantly
here there had been an ACP intervention ( Dixon et al., 2018 ;
obinson et al., 2012 ; Wickson-Griffiths et al., 2014 ). 
10 A. Wendrich-van Dael, F. Bunn and J. Lynch et al. / International Journal of Nursing Studies 107 (2020) 103576 
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a  6.2. Healthcare utilisation 
Hospitalisation rate was measured in all included reviews
( Bryant et al., 2019 ; Dixon et al., 2018 ; Robinson et al., 2012 ;
Wickson-Griffiths et al., 2014 ), of which three showed a significant
decrease in hospital use related to the presence of an advance care
plan. 
6.3. Patient and carer outcomes 
People with dementia’s satisfaction with care was measured in
three reviews ( Dixon et al., 2018 ; Robinson et al., 2012 ; Wickson-
Griffiths et al., 2014 ). One review, in the nursing home set-
ting, showed significant positive associations with ACP ( Wickson-
Griffiths et al., 2014 ), the other two found no effect. Two of the
three reviews that reported carer satisfaction with care found a
significant increase post ACP interventions ( Bryant et al., 2019 ;
Dixon et al., 2018 ), the other found no effect ( Robinson et al.,
2012 ). 
7. Experiences and views of ACP 
We identified six discrete themes, with 19 different subthemes.
Supporting evidence can be seen in Table 2 . All themes were based
upon input from people with dementia, carers and healthcare pro-
fessionals. No differences were identified between different set-
tings (home, nursing home, hospital). 
Theme 1 ‘tailoring the approach and timing to the needs of peo-
ple with dementia’ The difficulties of knowing the best time to ini-
tiate ACP discussions with the person with dementia and their
family carer was a recurring theme and concerned, timing, ini-
tiation, communication, informal conversations and individualised
approach. Recommendations for tailoring ACP to be suitable for
people with dementia and their carers included, reflecting a com-
mitment to personalized care, a recognition that ACP was likely to
be an ongoing, repeated process over time, and communication ap-
proaches that fit with the style and level of the person with de-
mentia. Some carers and healthcare professionals stated that im-
mediately post diagnosis would be a suitable time to discuss ACP,
others argued that a person should be given some time to become
familiar with the dementia diagnosis and some felt that a decrease
in the general health status of a person with dementia (e.g. pneu-
monia, broken hip) would be the right point to initiate ACP. Ryan
et al. (2017) described finding the right moment as a balancing act
between an individual’s understanding of the implications of a de-
mentia diagnosis and their diminishing decision-making capacity.
As well as routine discussions as part of doctors’ appointments ACP
can involve informal, spontaneous conversations. 
T T heme 2 ‘variability in capacity and willingness to engage in ACP’
highlights the differences between how people with dementia and
their carers engage in ACP. People with dementia appeared to show
little distress about engaging in ACP conversations whilst carers of-
ten found the decision-making tasks stressful and challenging. The
diminishing decision-making capacity of people with dementia is
a concern for both healthcare professionals and carers. However,
studies found people with dementia are able to consistently ex-
press their future wishes and discuss values and healthcare deci-
sions. Instances when people with dementia and carers were re-
luctant to engage in ACP related to a lack of familiarity with the
process and the specific content of ACP and concerns about the fu-
ture. Personal factors, such as strong religious beliefs, low social
status and low IQ can also influence how people with dementia
and carers engage in ACP. 
Theme 3 ‘roles and responsibilities of healthcare professionals’ .
Healthcare professionals agreed that ACP is important for people
with dementia, but consistently identified barriers including fearf causing stress and anxiety for people with dementia and carers,
nd not being able to comply with future wishes because of (pos-
ible) changes in the healthcare system. Healthcare professionals
lso identified a lack of clarity around whose role it is to initiate
CP. However, healthcare professionals are consistently identified
y both themselves, as well as people with dementia and their car-
rs, as the most appropriate party to initiate ACP conversations. 
Theme 4 ‘impact of relationships on ACP’ highlights that complex
amily dynamics can hinder ACP conversations, while a trusting re-
ationship between carers and healthcare professionals can facili-
ate ACP conversations. The latter is especially important when the
erson with dementia is in the advanced stages of dementia. The
uality of the healthcare professional-carer relationship depends
n a range of interpersonal and contextual factors. How this can
e assessed however, was not discussed in the evidence reviewed. 
Theme 5 ‘the need to equip people with dementia, carers and pro-
essionals to engage in ACP’ . Education and training were identified
s important in preparing and enabling people to engage in ACP.
or people with dementia an understanding of the dementia dis-
ase trajectory and of what ACP can achieve are facilitators. Carers
f people with dementia could also benefit from training on these
hemes, as well as education on life-sustaining treatment, the role
f a surrogate decision maker, ACP and palliative and end-of-life
are. Training and education for healthcare professionals on ACP,
he dementia disease trajectory, treatment options and communi-
ations skills were found to be facilitators when initiating conver-
ations about ACP with people with dementia and their carers. 
Theme 6 ‘lack of resources supporting ACP’ captures the time,
kills and access to training materials that staff often require to be
onfident in ACP and achieve quality conversations. More time for
ealthcare professionals to spend with individuals would facilitate
CP. Furthermore, financial resources for professionals would stim-
late initiation of ACP conversations. Lastly, research has shown
hat decision-making tools and videos can be facilitators for ACP
onversations with people with dementia and their carers. 
. Discussion 
We identified 19 reviews including 163 unique studies, and an
dditional 11 primary studies on ACP for people with dementia.
he results suggest that ACP can be implemented with and for
eople with dementia resulting in increased ACP documentation,
reater concordance between care and an individuals’ wishes, and
ncreased satisfaction with care from both the point of view of
eople with dementia and their family carers. Furthermore, there
s some evidence that the use of ACP is associated with decreased
ospitalization rates of people with dementia. The effectiveness re-
iews and primary studies included in this review showed either
ositive associations with ACP, or no change from the interventions
or people with dementia and their carers. What emerged from
he thematic analysis was the variety of individual and organiza-
ional factors that impacted the way healthcare professionals and
eople with dementia and their carers engaged in ACP. Although
here were many commonalities, for example positive relationships
ere a facilitator, views about the appropriate timing of ACP var-
ed. There remains a lack of consensus on which ACP definition
hould be used for people with dementia. None of the current def-
nitions focus specifically on people living with dementia ( Van Der
teen et al., 2014a ). 
Outcome measures identified in this review could be clustered
nto five categories; 1) ACP and end-of-life outcomes, 2) healthcare
tilization, 3) patient outcomes, 4) carer outcomes and 5) resource
se. These categories are similar to those agreed in a recent in-
ernational Delphi study on ACP ( Sudore et al., 2017b ). This might
uggest that outcomes of relevance to the general population are
lso likely to be relevant to people with dementia. However, it
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Cs also possible that researchers choose these outcomes based on
revious research in populations of people without dementia or
ognitive impairment. There is a need for outcome measures that
pecifically reflect the needs of people with dementia. This might
nclude focusing more on people’s sense of control and auton-
my ( Jimenez et al., 2018 ), or adjusting measures to closely match
he impact of ACP conversations on feelings of security, mood and
ope ( Van den Block, 2019 ). Furthermore, both short and longer-
erm effects of ACP conversations on people with dementia and
arers should be evaluated ( Van den Block, 2019 ). 
In terms of experiences and views of ACP for people with de-
entia, we found that there was a shared recognition that ACP
onversations should be person-centred and communication and
iming should be tailored to the level and wishes of the person
ith dementia. As with all conversations about death and dying,
ecisions about initiating ACP conversations were hampered by
oncerns about when to initiate and who should initiate ( Goodman
t al., 2015 ). The high likelihood of diminishing decision-making
apacity for people with dementia exacerbated this feeling of un-
ertainty for both healthcare professionals and carers. However,
ur results suggest that people with dementia are able to express
heir future support needs and also find it important to do this. 
The fear of causing stress and anxiety for people with demen-
ia and carers is a persistent barrier that might be linked to the
tigma and social dread associated with dementia ( WHO, 2012 ).
vidence indicates that this can be mitigated by relationship conti-
uity. When there are trusting and open relationships between car-
rs and healthcare professionals, ACP conversations are more likely
o occur. Recent research argued that these supporting relation-
hips help overcome difficult emotions such as anxiety and stress
or carers of people with dementia ( Parkinson et al., 2017 ). The
rowing interest in initiatives to promote dementia awareness and
ommunity engagement with people with dementia ( OECD, 2018 )
ould also support conversations about living and dying with de-
entia that extend beyond the individual-professional encounter,
or example during informal conversations and discussions within
he family ( de Vries and Drury-Ruddlesden, 2018 ) or a social (peer)
roup. However, few of the primary studies or reviews discussed
ow initiatives to promote community engagement and the inclu-
ion of people with dementia could change how living and dying
ith dementia is discussed in wider society. 
The lack of training for difficult conversations, awareness of the
ementia trajectory and confidence in what services could be pro-
ided at the end of life were barriers repeatedly identified in this
mbrella review. Therefore, training and education for all parties
nvolved is recommended in many of the included papers. Research
as shown that ACP training is associated with improved outcomes
n nursing homes ( Aasmul et al., 2018 ), confidence in undertaking
CP conversations with people with dementia ( Katwa et al., 2018 ),
nd a reduction in uncertainty in decision-making ( Brazil et al.,
018 ). However, merely educating healthcare professionals might
ot be sufficient to create real change for people with dementia. As
ilissen and colleagues showed in a recent paper ( Gilissen et al.,
018 ), overall cultural change is needed to embed ACP conversa-
ions in standard care. 
. Strengths and limitations 
The rapid increase in research on ACP for this population means
hat a review of reviews that synthesizes the evidence from qual-
tative, quantitative and mixed-methods reviews provides a re-
ource of what is known and a platform for future work. Further-
ore, by including a search on recent primary studies, this pa-
er offers a comprehensive overview of the existing knowledge,
ethodological approaches and how people with dementia can be
nvolved in research on ACP. Thirteen of the 19 included reviewssed articles with direct data from people with dementia, as well
s three of the primary studies. 
We assessed the quality of included reviews using a modified
ersion of the AMSTAR-2 ( Shea et al., 2017 ). It is possible that these
odification may have impacted the validity of the tool. However,
ince we did not exclude articles based on the quality appraisal,
he results of this review have not been altered by these adjust-
ents. Another limitation is the wide range of outcome measures
ound in the included studies. The lack of agreement on which pri-
ary outcome to use, ultimately leads to a lack of strong evidence
n the effectiveness of ACP for people with dementia. Some out-
ome measures however, were found in multiple studies, increas-
ng the likelihood of impact of these measures. Lastly, identifying
ifferences in outcomes between different settings is difficult from
eviews, therefore this could not be explored indepth. We would
herefore recommend a focus on differences between context in
uture research. 
There is no consensus about what ACP for people with demen-
ia should include or the best outcomes to use when testing ACP
ffectiveness for people with dementia. Sudore et al. 2017b , have
dvocated for further research to identify ACP outcome measures
nd validate them for use in research. We strongly underline the
atter, since many of the theoretical assumptions in the included
apers were implicit or not validated for people with dementia.
urthermore, the primary studies included in the reviews were of
ariable quality, leading to further difficulties in identifying the
est outcomes for people living with dementia. 
0. Conclusions 
This review of reviews found ACP interventions to be accept-
ble for people with dementia and their carers and to be associ-
ted with improved outcomes. The consistent findings across the
eviews and the primary studies of the challenges faced by both
ealthcare professionals and carers would suggest that there is a
imited need for further descriptive research on barriers and facil-
tators. Future studies should focus on how to involve people with
ementia in decision making, the impacts of different approaches
o ACP and the most appropriate timing for the initiation of ACP.
o further align this research, we would advocate for the consis-
ent use of an ACP definition, specifically targeting ACP for people
ith dementia. Furthermore, we believe future work could con-
ider if ACP as a standalone activity reflects the experience and
references of people with dementia or whether it could be inte-
rated into ongoing decision making activities that recognize the
ntrinsic uncertainty of living (and dying) with dementia reflecting
references and priorities for everyday care and service availability
 Goodman, 2018 ). 
uthorship 
ims and search strategy: AW-vD, FB, JL, CG 
creening of the articles: AW-vD, FB, JL 
uality appraisal: Aw-vD, FB 
ll the authors contributed to drafting the review or revising it
ritically for important intellectual content. All the authors have
pproved the version to be published and have participated suf-
ciently in the work to take public responsibility for appropriate
ortions of the content. 
onflict of Interest 
None. 
12 A. Wendrich-van Dael, F. Bunn and J. Lynch et al. / International Journal of Nursing Studies 107 (2020) 103576 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
G  
G  
 
 
H  
 
 
J  
 
J  
 
J  
 
J  
 
 
K  
K  
 
L  
 
 
L  
M  
 
 
M  
 
 
M  
 
 
M  
 
M  
 
 
 
 
P  
 
 
 
 
 
P  
 
 
P  
 
R  
 
R  
 
 Acknowledgements 
Angela Dimond – information manager at UH, for the help with
composing the search string. 
Babatunde Elugbaju & Nyemah Elnemr – undergraduate nursing
students at the University of Hertfordshire, for help with quality
appraisal. 
Funding 
This work was supported by Marie Sklodowska-Curie Innova-
tive Training Network (ITN), H2020-MSCA-ITN-2015, under grant
agreement number 676265. JL is a NIHR Knowledge Mobilisation
Research Fellow. LP is a Postdoctoral Fellow of the Research Foun-
dation Flanders (FWO). CG is NIHR Senior Investigator. The spon-
sors had no role in study design; in the collection, analysis and in-
terpretation of data; in the writing of the report; or in the decision
to submit the article for publication. 
Supplementary materials 
Supplementary material associated with this article can be
found, in the online version, at doi: 10.1016/j.ijnurstu.2020.103576 . 
References 
Aasmul, I., Husebo, B.S., Sampson, E.L., Flo, E., 2018. Advance care planning in nurs-
ing homes - Improving the communication among patient, family, and staff:
results from a cluster randomized controlled trial (COSMOS). Front. Psychol. 9,
1–10. doi: 10.3389/fpsyg.2018.02284 . 
Arcand, M. , 2015. End-of-life issues in advanced dementia part 2: management of
poor nutritional. Can. Fam. Phys. 61, 330–334 . 
Aromataris, E., Fernandez, R., Godfrey, C.M., Holly, C., Khalil, H., Tungpunkom, P.,
2015. Summarizing systematic reviews. Int. J. Evid. Healthc. 13, 132–140. doi: 10.
1097/XEB.0 0 0 0 0 0 0 0 0 0 0 0 0 055 . 
Ashton, S.E., Roe, B., Jack, B., McClelland, B., 2016. End of life care: the experi-
ences of advance care planning amongst family caregivers of people with ad-
vanced dementia – A qualitative study. Dementia 15, 958–975. doi: 10.1177/
1471301214548521 . 
Beck, E.R., McIlfatrick, S., Hasson, F., Leavey, G., 2017a. Health care professionals’
perspectives of advance care planning for people with dementia living in long-
term care settings: a narrative review of the literature. Dementia 16, 486–512.
doi: 10.1177/1471301215604997 . 
Beck, E.R., McIlfatrick, S., Hasson, F., Leavey, G., 2017b. Nursing home manager’s
knowledge, attitudes and beliefs about advance care planning for people with
dementia in long-term care settings: a cross-sectional survey. J. Clin. Nurs. 26,
2633–2645. https://doi.org/10.1111/jocn.13690 . 
Brazil, K., Carter, G., Cardwell, C., Clarke, M., Hudson, P., Froggatt, K., McLaughlin, D.,
Passmore, P., Kernohan, W.G., 2018. Effectiveness of advance care planning with
family carers in dementia nursing homes: a paired cluster randomized con-
trolled trial. Palliat. Med. 32, 603–612. doi: 10.1177/0269216317722413 . 
Brooke, J., Kirk, M., 2014. Advance care planning for people with dementia. Br. J.
Commun. Nurs. 19, 4 90–4 95. doi: 10.774 8/nop.28.5.14.s20 . 
Bryant, J., Turon, H., Waller, A., Freund, M., Mansfield, E., Sanson-Fisher, R., 2019.
Effectiveness of interventions to increase participation in advance care planning
for people with a diagnosis of dementia: a systematic review. Palliat. Med. 33,
262–273. doi: 10.1177/0269216318801750 . 
Carter, G., McLaughlin, D., Kernohan, W.G., Hudson, P., Clarke, M., Froggatt, K., Pass-
more, P., Brazil, K., 2018. The experiences and preparedness of family carers for
best interest decision-making of a relative living with advanced dementia: a
qualitative study. J. Adv. Nurs. 74, 1595–1604. doi: 10.1111/jan.13576 . 
de Vries, K., Drury-Ruddlesden, J., 2018. Advance care planning for people
with dementia: ordinary everyday conversations. Dementia 1–13. doi: 10.1177/
1471301218764169 . 
Dening, K.H., Jones, L., Sampson, E.L., 2011. Advance care planning for peo-
ple with dementia: a review. Int. Psychogeriatr. 23, 1535–1551. doi: 10.1017/
S1041610211001608 . 
Dixon, J., Karagiannidou, M., Knapp, M., 2018. The effectiveness of advance care
planning in improving end of life outcomes for people with dementia and their
carers: a systematic review and critical discussion. J. Pain Symptom Manag. 55,
132–151. doi: 10.1016/j.jpainsymman.2017.04.009 . 
Gilissen, J., Pivodic, L., Gastmans, C., Vander Stichele, R., Deliens, L., Breuer, E.,
Van Den Block, L., 2018. How to achieve the desired outcomes of advance
care planning in nursing homes: a theory of change. BMC Geriatr 18, 1–14.
doi: 10.1186/s12877-018-0723-5 . 
Givens, J.L., Sudore, R.L., Marshall, G.A ., Dufour, A .B., Kopits, I., Mitchell, S.L., 2018.
Advance care planning in community-dwelling patients with dementia. J. Pain
Symptom Manag. 55, 1105–1112. doi: 10.1016/j.jpainsymman.2017.12.473 . LK
http://openurl.ac.uk/ukfed:bath.ac.uk?sid=EMBASE&issn=18736513&id=doi: 10.1016%2Fj.jpainsymman.2017.12.473&atitle=Advance+Care+Planning+in+ 
Community-Dwelling+Patients+With+Dementia&stitle=J.+Pain+Symptom+ 
Manage.&title=Journal+of+Pain+and+Symptom+Management&volume= 
55&issue=4&spage=1105&epage=1112&aulast=Givens&aufirst=Jane+L.&auinit=J.L. 
&aufull=Givens+J.L.&coden=JPSME&isbn=&pages=1105-1112&date=2018&auinit1= 
J&auinitm=L . 
oodman, C., 2018. Dying in care homes, when advance care planning requires
wraparound care. Palliat. Med. 32, 1–2. doi: 10.1177/0269216317751799 . 
oodman, C., Froggatt, K., Amador, S., Mathie, E., Mayrhofer, A., 2015. End of life care
interventions for people with dementia in care homes: addressing uncertainty
within a framework for service delivery and evaluation knowledge, education
and training. BMC Palliat. Care 14, 1–9. doi: 10.1186/s12904-015-0040-0 . 
arrison Dening, K., King, M., Jones, L., Vickerstaff, V., Sampson, E.L., 2016. Correc-
tion: advance care planning in dementia: do family carers know the treatment
preferences of people with early dementia? PLoS One 11, 1–15. doi: 10.1371/
journal.pone.0161142 . 
ethwa, K.D., Onalaja, O., 2015. Advance care planning and palliative medicine in
advanced dementia: a literature review. BJPsych Bull 39, 74–78. doi: 10.1192/pb.
bp.114.046896 . 
imenez, G., Tan, W.S., Virk, A.K., Low, C.K., Car, J., Ho, A.H.Y., 2018. State of ad-
vance care planning research: a descriptive overview of systematic reviews. Pal-
liat. Support. Care 56, 1–11. doi: 10.1017/S14789515180 0 050 0 . 
ones, K., Birchley, G., Huxtable, R., Clare, L., Walter, T., Dixon, J., 2016. End of life
care: a scoping review of experiences of advance care planning for people with
dementia. Dementia, 147130121667612 doi: 10.1177/1471301216676121 . 
ung, J.H., Kim, M.J., Choi, S.-.H., Han, N.Y., Park, J.E., Han, J.W., Lee, D.Y., 2017. Do
patients want to listen to a diagnosis of dementia in korea? preferences on dis-
closing a diagnosis of dementia and discussing advance care planning in elderly
patients with memory concerns and their families. Psychiatry Investig. 14, 779–
785. doi: 10.4306/pi.2017.14.6.779 . 
arlawish, J., Jack, C.R., Rocca, W.A., Snyder, H.M., Carrillo, M.C., 2017. Alzheimer’s
disease: the next frontier—Special report 2017. Alzheimer’s Dement. 13, 374–
380. doi: 10.1016/j.jalz.2017.02.006 . 
atwa, A.P., Jenner, C., MacDonald, K., Barnett, N., 2018. Improving advance care
planning for care home residents with dementia: evaluation of simulation train-
ing for care home workers. Dementia doi: 10.1177/1471301218788137 . 
o, T.J., Ha, N.H.L., Ng, C.J., Tan, G., Koh, H.M., Yap, P.L.K., 2017. Unmarried pa-
tients with early cognitive impairment are more likely than their married
counterparts to complete advance care plans. Int. Psychogeriatr. 29, 509–516.
doi: 10.1017/S1041610216001903 . 
ockwood, C. , Munn, Z. , Porritt, K. , 2015. Checklist for qualitative research. Int. J.
Evid. Healthc. 13, 179–187 . 
cGlade, C., Daly, E., McCarthy, J., Cornally, N., Weathers, E., O’Caoimh, R.,
Molloy, D.W., 2017. Challenges in implementing an advance care plan-
ning programme in long-term care. Nurs. Ethics 24, 87–99. doi: 10.1177/
0969733016664969 . 
ignani, V., Ingravallo, F., Mariani, E., 2017. Perspectives of older people living in
long-term care facilities and of their family members toward advance care plan-
ning discussions: a systematic review and thematic synthesis. Clin. Interv. Aging
12, 475–484. doi: 10.2147/CIA.S128937 . 
itchell, S.L., Shaffer, M.L., Cohen, S., Hanson, L.C., Habtemariam, D., Volandes, A.E.,
2018. An advance care planning video decision support tool for nursing home
residents with advanced dementia. JAMA Intern. Med. 178, 961. doi: 10.1001/
jamainternmed.2018.1506 . 
oher, D., LIberati, A., Tetzlaff, J., Altman, D., The PRISMA Group, 2009. Preferred re-
porting items for systematic reviews and meta-analyses: the prisma statement.
PLoS Med. 6, e10 0 0 097. doi: 10.1371/journal.pmed.10 0 0 097 . 
oola, S., Munn, Z., Tufanaru, C., Aromataris, E., Sears, K., Sfetcu, R., Currie, M.,
Qureshi, R., Mattis, P., Lisy, K., Mu, P.-.F., 2017. Checklist for analytical cross sec-
tional studies. Joanna Briggs Inst. Rev. Man. 6. doi: 10.17221/96/2009-CJGPB . 
OECD, 2018. Care Needed: Improving the Lives of People with Dementia. OECD
Health Policy Studies, OECD Publishing, Paris . 
Parkinson, M., Carr, S.M., Rushmer, R., Abley, C., 2017. Investigating what works to
support family carers of people with dementia: a rapid realist review. J. Public
Heal. (United Kingdom) 39, e290–e301. doi: 10.1093/pubmed/fdw100 . 
etriwskyj, A., Gibson, A., Parker, D., Banks, S., Andrews, S., Robinson, A., 2014a.
Family involvement in decision making for people with dementia in residen-
tial aged care: a systematic review of quantitative literature. Int. J. Evid. Based.
Healthc. 12, 64–86. doi: 10.1097/XEB.0 0 0 0 0 0 0 0 0 0 0 0 0 0 03 . 
Petriwskyj, A ., Gibson, A ., Parker, D., Banks, S., Andrews, S., Robinson, A., 2014b.
A qualitative metasynthesis: family involvement in decision making for people
with dementia in residential aged care. Int. J. Evid. Based. Healthc. 12, 87–104.
doi: 10.1097/XEB.0 0 0 0 0 0 0 0 0 0 0 0 0 0 02 . 
iers, R., Albers, G., Gilissen, J., De Lepeleire, J., Steyaert, J., Van Mechelen, W., Stee-
man, E., Dillen, L., Vanden Berghe, P., Van den Block, L., 2018. Advance care plan-
ning in dementia : recommendations for healthcare professionals. BMC Palliat.
Care 17, 1–17. doi: 10.1177/1178224219826579 . 
rince, M., Wimo, A., Gherchet, M., Ali, G., Wu, Y., Prina, M., 2015. World alzheimer
report 2015: the global impact of dementia | alzheimer’s disease international
10–35. 
ead, S.T., Toye, C., Wynaden, D., 2018. The participation of people with dementia
in the planning of their care and support: an integrative literature review. De-
mentia doi: 10.1177/1471301218784806 . 
ietjens, J.A.C., Sudore, R.L., Connolly, M., van Delden, J.J., Drickamer, M.A.,
Droger, M., van der Heide, A., Heyland, D.K., Houttekier, D., Janssen, D.J.A.,
Orsi, L., Payne, S., Seymour, J., Jox, R.J., Korfage, I.J., 2017. Definition and recom-
A. Wendrich-van Dael, F. Bunn and J. Lynch et al. / International Journal of Nursing Studies 107 (2020) 103576 13 
 
 
R  
 
 
R  
 
S  
 
S  
 
 
 
S  
 
 
 
S  
 
S  
 
S  
 
 
 
S  
 
 
 
T  
 
T  
 
 
T  
 
 
T  
 
V  
V  
 
 
 
V  
 
 
W  
W
W  
 
W  mendations for advance care planning: an international consensus supported
by the European association for palliative care. Lancet Oncol. 18, e543–e551.
doi: 10.1016/S1470- 2045(17)30582- X . 
obinson, L., Dickinson, C., Rousseau, N., Beyer, F., Clark, A., Hughes, J., Howel, D., Ex-
ley, C., 2012a. A systematic review of the effectiveness of advance care planning
interventions for people with cognitive impairment and dementia. Age Ageing
41, 263–269. doi: 10.1093/ageing/afr148 . 
yan, T., Amen, K.M., McKeown, J., 2017. The advance care planning experiences of
people with dementia, family caregivers and professionals: a synthesis of the
qualitative literature. Ann. Palliat. Med. doi: 10.21037/apm.2017.06.15 . 
ampson, E., Candy, B., Jones, L., 2009. Enteral tube feeding for older people
with advanced dementia (review). Cochrane Database Syst. Rev doi: 10.1002/
14651858.CD007209.pub2 . www.cochranelibrary.com . 
ellars, M., Chung, O., Nolte, L., Tong, A., Pond, D., Fetherstonhaugh, D., McIner-
ney, F., Sinclair, C., Detering, K.M., 2019. Perspectives of people with demen-
tia and carers on advance care planning and end-of-life care: a systematic re-
view and thematic synthesis of qualitative studies. Palliat. Med. 33, 274–290.
doi: 10.1177/0269216318809571 . 
hea, B.J., Reeves, B.C., Wells, G., Thuku, M., Hamel, C., Moran, J., Moher, D., Tug-
well, P., Welch, V., Kristjansson, E., Henry, D.A., 2017. AMSTAR 2: a critical ap-
praisal tool for systematic reviews that include randomised or non-randomised
studies of healthcare interventions, or both. BMJ 358, 1–9. doi: 10.1136/bmj.
j4008 . 
inclair, J.B., Oyebode, J.R., Owens, R.G., 2016. Consensus views on advance care
planning for dementia: a delphi study. Heal. Soc. Care Commun. 24, 165–174.
doi: 10.1111/hsc.12191 . 
mith, V. , Devane, D. , Begley, C.M. , Clarke, M. , 2011. Methodology in conducting a
systematic review of systematic reviews of healthcare interventions. BMC Med.
Res. Methodol. 11, 11–15 . 
udore, R., Lum, H., You, J., Hanson, L., Meier, D., Pantilat, S., Matlock, D., Rietjens, J.,
Korfage, I., Ritchie, C., Kutner, J., Teno, J.M., Thomas, J., McMahan, R., Heyland, D.,
2017a. Defining advance care planning for adults: a consensus definition from
a multidisciplinary delphi panel. J. Am. Geriatr. Soc. 65, S117. doi: 10.1111/(ISSN)
1445-5994 . 
udore, R.L., Heyland, D.K., Lum, H.D., Rietjens, J.A.C., Korfage, I.J., Ritchie, C.S.,
Hanson, L.C., Meier, D.E., Pantilat, S.Z., Lorenz, K., Howard, M., Green, M.J., Si-
mon, J.E., Feuz, M.A., You, J.J., 2017b. Outcomes that define successful advance
care planning: a delphi panel consensus. J. Pain Symptom Manag. doi: 10.1016/j.
jpainsymman.2017.08.025 . homas, J., Harden, A., 2008. Methods for the thematic synthesis of qualitative re-
search in systematic reviews. BMC Med. Res. Methodol. 8, 1–10. doi: 10.1186/
1471- 2288- 8- 45 . 
ilburgs, B., Vernooij-Dassen, M., Koopmans, R., van Gennip, H., Engels, Y., Perry, M.,
2018a. Barriers and facilitators for GPs in dementia advance care planning:
a systematic integrative review. PLoS One 13, 1–21. doi: 10.1371/journal.pone.
0198535 . 
ilburgs, B., Vernooij-Dassen, M., Koopmans, R., Weidema, M., Perry, M., Engels, Y.,
2018b. The importance of trust-based relations and a holistic approach in ad-
vance care planning with people with dementia in primary care: a qualitative
study. BMC Geriatr. 18, 1–11. doi: 10.1186/s12877-018-0872-6 . 
ufanaru, C. , Munn, Z. , Aromataris, E. , Campbell, J. , Hopp, L. , 2017. Chapter 3: sys-
tematic reviews of effectiveness. Checklist for Randomized Controlled Trials.
Joanna Briggs Inst. . 
an den Block, L., 2019. Advancing research on advance care planning in dementia.
Palliat. Med. 33, 259–261. doi: 10.1177/0269216319826411 . 
an Der Steen, J.T., Radbruch, L., Hertogh, C.M., De Boer, M.E., Hughes, J.C., Larkin, P.,
Francke, A.L., Jünger, S., Gove, D., Firth, P., Koopmans, R.T., Volicer, L., 2014a.
White paper defining optimal palliative care in older people with dementia: a
delphi study and recommendations from the European association for palliative
care. Palliat. Med. 28, 197–209. doi: 10.1177/02692163134 936 85 . 
an Der Steen, J.T., Van Soest-Poortvliet, M.C., Onwuteaka-Philipsen, B.D., Deliens, L.,
De Boer, M.E., Van Den Block, L., Hertogh, C.M.P.M., De Vet, H.C.W., 2014b. Fac-
tors associated with initiation of advance care planning in dementia: a system-
atic review. J. Alzheimer’s Dis. 40, 743–757. doi: 10.3233/JAD-131967 . 
estenhaver, T. , Krassa, T. , Bonner, G. , Wilkie, D. , 2010. Advance care plans for CPR
or mechanical ventilation in patients with dementia. Nurse Pract. 35, 38–42 . 
HO, 2012. a public health priority. Dementia 1–4. ISBN9789241564458. 
ickson-Griffiths, A., Kaasalainen, S., Ploeg, J., McAiney, C., 2014. A review of ad-
vance care planning programs in long-term care homes: are they dementia
friendly? Nurs. Res. Pract. 2014, 1–11. doi: 10.1155/2014/875897 . 
orld Health Organization, 2011. Palliative care for older people: better practices.
WHO Reg. Off. Eur. 67. doi: 10.3109/15360288.2011.650361 . 
